AIDS in New York
For the purpose of epidemiological surveillance, the CDC has limited the diagnosis of AIDS to persons who have developed an illness usually associated with a defect in cell-mediated immunity, such as Kaposi's Sarcoma (KS), Pneumocystis Carinii pneumonia (PCP) , or some other serious intercurrent infectious disease, but who have no known explanation for the immunological deficiency e.g., immuno-suppressive therapy, or congenital immuno-deficiency (United States Morbidity and Mortality Weekly Report, 1982) .
Not included in these criteria is a syndrome seen in identicalrisk groups, characterised by generalised lymphadenopathy. easy fatiguability, night sweats, pain, fever, and weight loss. Some of these persons go on to develop intercurrent infection or cancer, which qualifies them as AIDS patients, while others may show no progression of this disease. The incubation period of AIDS is believed to be from six months to two years. Most cases have, to date, been classified into one or more of the following risk groups: homosexual or bisexual men, intravenous drug abusers, Haitian immigrants and haemophiliacs. The groups are not, of course, mutually exclusive (Jaffe et a!, 1983) . Since AIDS first surfaced in 1979, there had been a consistent doubling of cases at six-month intervals the â€˜¿ doubling phenomenon'â€"a phrase first coined by the New York Times in 1983. AIDS is now recognised as a world-wide problem. cases being reported in 33 countries and all inhabited continents. The European total in January 1984 was 267, including 24 from Britain. This total, interestingly, includes 59 cases in people who originate from Central Africa, and a recent study conducted in Zaire has revealed that cases have been occurring in Central Africa for as long as they have been recognised in the USA.
The cause of AIDS is unknown. It leads to severe and multiple infections involving many organ systems and is usually fatal. The CDC conducted a study of KS and PCP in homosexual men in August 1983 (Jaffe et a!, 1983) , and concluded that the variable most strongly associated with the illness was â€˜¿ fast-lane' sexual practicesâ€"anonymous encounters in bath houses, bars, and public lavatories (â€˜tearooms') with hundreds, if not thousands of different partners. (The lifetime average for such people was 1,100 different sexual partners). They also cited as important the use of various street drugs, especially amyl nitrite (used widely as a sexual stimulant).
Other risk factors included exposure to faeces during sex, a history of syphilis and/or non-B hepatitis, and treatment for enteric parasites (e.g. amoebiasis).
Psychosocial and psychiatric problems in AIDS A rational approach to psychiatric symptoms in an (1983) noted that the major neurological problem in patients with AIDS is a progressive, dementing, subacute encephalitis, that appears to be caused by CMV. This is charactensed, at onset, by subtle cognitive changes, accompanied by malase, lethargy, loss of sexual drive, and withdrawl from business and social contacts. They pointed out that â€oe¿ marked psychomotor retardation gave the patients the appearance of psychological depression. These earlier behaviourable changes were often attrib uted to general destitution or depression, particularly when â€˜¿ they occurred in the setting of pulmonary infections and multiple metabolic abnormalitiesâ€•.
Diagnosis of CMV subacute encephalitis is problem atical, but can be made from CSF studies (mild pleocytosis, elevated protein, lowered glucose) and from CT scans (ventricles large for age, with promi nent cortical sulci, indicating cerebral atrophy). Tox oplasmosis was the next commonest problem, and tended to present with malaise, lethargy, confusion, and dementia. This has to be differentiated from true psychiatric states, and may be diagnosed using aggluti nation tests (McCabe eta!, 1983) .
Various other less common neurological complica tions, such as progressive multifocal leufoencephalo pathy and primary or secondary neoplasia, may also produce signs which mimic psychiatric disorders, and diagnostic steps should be taken to rule these out as well. Only once this is done can psychiatric treatment be instigated with confidence that it is the correct treatment mode. The attention that AIDS has attracted, both from the general public and from the medical profession, is virtually unprecedented. When this is equated with the prevalence of the disease (3,000 cases in a country of 250 million people implies that it is some forty times less common than, say, renal agenesis), it can be appreciated that the fear and hysteria inspired by AIDS are widely disproportionate to the real threat that it poses to the general public.
Even for homosexuals living in New York City, the risk is miniscule, compared to the uproar (Table) . However, the prognosis for AIDS is grim (41% fatality rate for reported cases in the US rising in the months following diagnosis to over 90% in patients who have had the disease for two years) and the psychological impact for individuals at real risk should not be underestimated. For homosexual men, intrave nous drug abusers (IVDAs) and Haitians, threatened and newly stigmatised by the high incidence of AIDS in their communities, and for haemophiliacs in jeopardy from presumably life-saving treatment, the menace is very real.
Effect on thepub!ic
Although it has been authoritatively stated that AIDS is not a mysterious disease that is going to sweep the whole world, and no doctor has overestimated the threat of AIDS to the general public at any time, the stories of fear and panic about AIDS spreading through society, at a pace infinitely greater than the disease itself, are numerous. AIDS victims have been fired from their jobs, driven from their homes by terrified and ashamed families, and abandoned by similarly disposed lovers. The body of one patient was disowned by his family, and funeral directors are declining to handle the bodies of others. After three
AIDS patients died at Auburn Prison, upstate New
York, 100 inmates went on a hunger-strike, demand ing that all homosexuals and IVDAs be banned from the kitchen; the prison guards asked for protective The media have played a crucial role in feeding the public voluminous amounts of sometimes sadly inaccu rate information. A report on television, for example, suggesting that the illness could be spread by everyday household contact, prompted a close friend of one AIDS patient to commit suicide, as well as acclerating the already considerable hysteria present in the public. These and many more unfounded and vicious reactions are not only confined to the lay public: it seems that some members of the medical profession are guilty of treating AIDS patients unfairly. Until recently, these unfortunates were isolated in hospitals, their only contact with humans being nurses clad in gowns, gloves, and masks. Staff have been reluctant to bath patients, change their beds, take them meals, draw blood from them, or even just to talk to them. The effects of these attitudes on the patients themselves are obvious and devastating.
Risk groups
The furore has resulted in certain behaviour in risk In New York City, there are various places where homosexuals once congregated to practise impersonal sex, whose hazards have been compared to driving a car at 120 mph while ,inebriated. The owners of these haunts, which were declared a public health threat in 1979, mostly report dwindling business.
It appears that American homosexuals have recently been striving for more intimate and permanent rela tionships, or for the establishment of small groups of friends and aquaintances who only have sex with othets in the group, so that they can be knowledgeable about the health of their partners (Hausman, 1983) . In general, the concept of sexuality for homosexual men has been seriously challenged, and questions abound for those who once used sex as an enjoyable physical outlet, devoid of any intimate or emotional booby-traps.
Gone be the perfect habitat for homosexuals; it would appear to engender drug addiction.
There are thousands of homosexuals in New York; making Greenwich Village famous in itself, they flourished in a society which condones sexual excess to the point of being proud of it. And it is here that sexual excess is so readily understandable: in an environment that exemplifies life's fast lane, where people push and shove to make it to the top of the ladder and nobody is interested in someone who doesn't spend lavishly or weild power, the need for a sense of togetherness with someone else, however, transientor impersonal, is very apparent. This new phenomenon, labelled â€oe¿ Gay Diseaseâ€•by those New Yorkers whose anti-homosex â€˜¿ ual feelings were only thinly covered by an omnipres ent veneer of tolerance, now threatens to severely disrupt the acceptance widely apparent in New York for years.
For drug addicts, however, there was never any acceptance. Mostly born into underprivileged situa tions, these social misfits either cracked under the strain of existance in New York, or never rose to it. There is, in addition, the fact that AIDS has struck many blacks, such as Haitians. Despite the positive discrimination exhibited by the democratic system of the United States with respect to education and employment, age-old feelings of discrimination against minority groups may still lurk, and it may only need a stimulus like that of the AIDS outbreak in Haitians to rekindle them.
If AIDS had been totally confined to these three groups, the situation that exists now would probably not have developed. The fact is, however, that AIDS has affected haemophiliacs and other â€˜¿ innocent' peo ple, engendering hostility towards blacks and homo sexuals (a new emotion for Now Yorkers) and against drug abusers (an old emotion exacerbated by the crisis). AIDS is therefore regarded by many people as a disease which affects sub-groups of people who have resumed, of late, their old station at the tail-end of â€˜¿ decent' society.
Nowhere else can public opinion change so swiftly, so completely, and so devastatingly, as it can in New York. As a result of the furore, homosexuals and blacks have been relegated towards the same category as drug addicts, whilst white heterosexuals never look back, in their furious quest for success in the world, to mourn their capricious liberalism@ It is for this unfortunate reason that AIDS carries such a massive stigma, and it is this stigma that marks the starting point of the emotional upheaval that faces a person who contracts the disease.
Alongside the rejection from society, there is often rejection from families and lovers. These parties, forced to wrestle between their love for the patient and the confusion and humiliation of being closely associ ated with him, are faced with impossible dilemmas. Once in hospital, yet more rejection is suffered by AIDS patients, this time from professional and non professional staff and patients who interact with them at the end of rather long barge-poles, still under the misconception that AIDS is highly contagious.
Further psycho-social trauma may spring from the fact that a patient who has contracted AIDS has not yet â€˜¿ come out'. Added to the problems of having the disease, he has the extra burden of coping with his family and friends' realisation of his sexuality and with their reaction (which may often be much more dramatic than their reaction to the fact that he has an essentially terminal disease alisation, which can be viewed as a special form of denial, in which the identity of the person is denied, rather than the outside world as such (Jacobson, 1964) . It is invariably followed by classical denial of the fact that the patient has a potentially fatal condition.
Patients have gone to their death having deprived themselves of all medical and emotional support, not acknowledging the changes that must be made in their lives.
Some patients impose total isolation on themselves, losing all interest in human contact, and hiding beneath the bedsheets. Holtz et a! (1983) have coined this condition the â€oe¿ Sheet Signâ€•, and refer to it as â€oe¿ an observation as ominous as any pathology reportâ€•. Early in the illness, expressions ofguilt are displayed as patients search for some reason for their being singled out for their illness. Homosexual men, for example, usually experience a resurgence of anti-homosexual feelings (homophobia), no matter how well adjusted they have been to their sexuality, to answer the â€˜¿ why me?' question. A common conclusion that the patients come to, at this point, is that God is punishing them for their sins whether these be homosexual promiscuity, drug abuse, or bothâ€"and this is most marked in those who have not previously resolved the issues surrounding these predicaments.
Some of these men regress to the point where they have to go through the â€˜¿ coming out' process all over again, especially as in many cases this was only partially completed at the outset. Most contemplate, at one time or another, change to a heterosexual existence or to a completely asexual one. For homosexuals who had felt comfortable about their sexuality, symptoms of guilt and homophobia are rare, but there may be considerable regret over the importance they had once placed on large numbers of sexual partners. Feelings of guilt may be compounded considerably in bisexual patients who have passed the disease to their girlfriend; on learning that this is the case, some regress back to the denial stage, and it is not uncommon for both partners to deny both diseases simultaneously. Sadness may drift into depression as the disease progresses; patients stop eating, display suicidal ideation once again, and become obsessed with the daily changes they see, or imagine they see in their bodies. They often develop increasing fixations about their illness, the limitations it imposes, the past (especially the sexual aspects), and guilt, all coalescing to accelerate the cycle of emotional highs and lows.
At various times, patients express enormous anger and hostility against society, old or contemporary sexual partners, their families, and their health care workers. They are angry because of their increased isolation, even if it is to some degree self-imposed; changes in their life-style created by their illness, the lack of response to this disease by the governmentand medical community, and why they were stricken when so many others with similar life-styles and risk factors have escaped unscathed. Many patients are able at times to go beyond all these distressing emotions, arriving at a sense of dignity and a state of composure and acceptance: such patients are of great help to others. For those who finally approach death, the resignation described by
KÃ¼bler-Rossis witnessed. From here to the end, the patients turn off the television, lie quietly in bed, asleep much of the time, and simply wait. Superimposed on this complex set of reactions are emotional crises arising out of patients' mounting isolation. Rejected from society, and ostracised by other patients on the ward, many AIDS victims report feeling â€˜¿ dirty', as if they should be wearing bells around their neck. This feeling is not helped by the description of these patients, firstly by the media but subsequently by many of the general public and even hospital staff, as the â€˜¿ new lepers'.
The financial toll of the various therapeutic mea sures necessary for the ongoing treatment of AIDS sets up tension and despair in some patients, and if the onus of paying falls on his family, further guilt and anger may be produced. At the basis of AIDS patients' psychological problems, there are thus the three major issues@of terminality, isolation, and money worries, producing symptoms and signs of anger, denial, guilt, and depression; these reactions tend to amplify the original problems so that a positive feed-back system is built up (Figure 2 ). Treatment A comprehensive therapeutic regime must start with the education of the general public, non-professional and professional hospital staff, and involve treatment not only of the patient, his family, and friends, but also of members of risk groups suffering from â€˜¿ AIDS panic'.
To attempt to reverse the tidal wave of public opinion over AIDS is clearly a little over-optimistic. It is basically in the hands of the media to provide society with clear, up-to-date, and accurate information, especially on the matters of contagiousness and epidemiology. Bad news has always been good news for the press, however, and despite recent reports attaining some degree of realism, though appearing on inside as opposed to front pages, it seems unlikely that the damage caused by the early sensational coverage of â€˜¿ this new scourge' will ever be satisfactorily rectified.
An area where more can be positively achieved is that of the education of hospital staff, at all levels. Tolerance cannot be taught, and it is to be hoped that all are sensitive to the kind of life-style that brought the patient under their care. It is essential, however, that anyone who could come into contact with AIDS patients understands the basic psychological reactions to the disease and how they can affect coping. Emphasis therefore, should be placed on the lack of evidence that AIDS can be transmitted by casual, non sexual contact; indeed, everyone must appreciate that physical contact is very important to the amelioration of many of the feelings of isolation and rejection experienced by these patients. Although it would be unreasonable to ban the use of protective clothing or enforce interaction with the patients, their feelings have to be taken into account. One solution might be to suggest that hospital staff treat patients with the minimum of protection, e.g. a pair of gloves, and let them decide whether they want to place themselves at this barely definable risk or not. This would not only reduce the number of sterile automata visiting the patient, but would indirectly weed out staff with the greatest motivation towards the psychological well being of their patients.
Until the precise infectivity of AIDS is discovered, and this may take many years if it occurs at all, there will be no satisfactory solution to this dilemma. No-one has proved irrevocably that multiple sclerosis cannot be transmitted by casual physical contact, yet there are no hang-ups on the part of the medical staff to treat these patients. It is tempting to suppose that the whole question is more a result of the general hysteria surrounding AIDS rather than of hard scientific evidence, and it would be reasonable at the present time to ensure that medical staff are comprehensively informed of the arguments for and against physical contact with AIDS patients before allowing them to make up their own minds. Nurses, at all levels of seniority, have a crucial role to play. It should be appreciated that anger and hostility may be directed at them for no apparent reason, and that they should try talking to the patient again in the evening or the next morning, when the labile nature of these outbursts predicts that the anger will have been replaced by, e.g. guilt or denial.
â€˜¿ AIDS panic' presents to the family practitioner in most cases and he must be armed with the knowledge of how to deal with it. The first task is to correct the misinformation and partial information with which most people come to a consultant. Having the relevant figures at his fingertips is very important for the doctor in demonstrating just how slim the chances are that anyone will actually be affected by AIDS (see Table 2 ). â€˜¿ Re framing' is an important concept when dealing with these people; it involves getting the patient to slow down their thought processes and emotions, so that they are able to sort out and present certain fears and anxieties in the form of questions which can be answered. The use of the term â€˜¿ pre-AIDS' should also come under scrutiny. The CDC has defined no such condition, but it is commonly employed to describe a condition of generalised lymphadenopathy in homo sexual men or IVDAs. This could have a multitude of 617 AIDS IN NEW YORKCITY other causes, but there is no doubt that its connection with AIDS is feeding â€˜¿ AIDS panic', and so the term should not be used. However, when a bisexual man is admitted to hospital under suspicion of having AIDS, most treatment regimes last for five weekdays, allow ing the patient home at weekends. The problem is forbidding intercourse over the weekend, while the patient is in the full swing of a denial episode. One answer might be to use pre-AIDS; this meets the patient's refusal to accept the diagnosis of AIDS as such, but also sounds sufficiently substantial to warrant abstinence. Controversy still rumbles over the use of the phrase and no unit has, as yet, established a protocol one way or the other.
Finally, there is the treatment of the AIDS sufferer himself. It must be appreciated that the mere presenta tion of an AIDS patient to a doctor represents the overcoming of an initial obstacle. As a result of public hysteria, many people, both homosexual and hetero sexual, have been reluctant to seek medical help, being terrified of the label â€˜¿ Gay Disease'. This problem is occurring especially in drug-abusers who develop AIDS-like symptoms. Their reluctance is compounded by fear of legal reprisals, thought processes that have been deranged by their drug use, or lack of knowledge about support systems. However, if a patient does present and is diagnosed as having AIDS, then a consultation with a knowledgeable and sympathetic psychiatrist or counsellor should be offered.
Referral to any psychiatrist is not justified, however, for psychiatrists and mental health professionals who have not had much experience in conducting therapy with homosexual men often insufficiently grasp the life-style, views on sexuality, and anxieties and prob lems attached with coming to terms with one's sexuality in a society where homophobia is so preva lent. Most heterosexuals have some degree of either latent or overt homophobia, and counter-transference issues related to this must be worked through before any therapist treating AIDS patients can expect to see positive results.
Psychiatrists who do accept these patients should at least take the time to educate themselves about homosexual issues, life-styles, and psychological prob lems unique to homosexuals, and acknowledge any limitations in this area. Group sessions have been suggested for all doctors and psychiatrists involved with the psychiatric care of AIDS patients, so that issues of embarrasment, non-communication, and counter-transference can be discussed and sorted out.
The overall goal of psychiatric intervention is enabling patients to accept their illness and to regain ,the ability to manage their lives. Drugs have a very limited use: few benefits have been seen from the use of antidepressants and their use is generally not indicated unless the patient was taking them for depression prior to the illness. Anxiety, however, is always a component of the rapidly shifting symptoms, and short-term anxiolytic agents may be appropriate. The process of psychotherapy is one of restructuring, which involves finding a new meaning in life and adapting to the limitations of the illness. Before this can take place, patients must face their fear of death andâ€"even more distressful for someâ€"their fear of losing the ability to care for themselves. With many traditional coping mechanisms unavailable, and others perceived as such, they are often frantic, and need considerable help in determining how best to go about solving their frightening health-related prob lems, as well as those posed by trying to carry on their daily lives.
AIDS patients are almost always feeling over whelmed by their condition and prospects for the future, and need to know that someone is willing to help them. Constant support and optimism is indicated for these patients, in contrast @ the somewhat defeatist attitude exhibited by many medical staff who perceive the situation as hopeless. Certainly, as the patients drift inexorably towards death, aggressive medical and surgical treatment becomes unnecessary and inhuman. Thus, the psychiatrist's role is clearly magnified, as he effectively takes over from oncologists and radiotherapists.
In helping the patient face death, each of the emotions described by KUbler-Ross must be dealt with. It may be argued that to put a person through all these distressing emotions is, like medical therapy, needless and cruel, but a more far-reaching philosophy is one that encourages giving every person an opportu nity to live their life to the full, so that when death is imminent, they are able to face it in a dignified fashion. Not only is this desirable for the patient, but also for his family and friends: it can be an extremely harrowing experience to witness a loved-one dying from a terminal condition of which he has not yet reached the stage of acceptance.
Intensive psychotherapy for guilt feelings is indi cated, but â€˜¿ denial, and its attendant problems of treatment compliance and response to instructions such as abstinence from sex may prove very difficult to dislodge. It has been reported that the use of the question:
â€oe¿ What do you understand about your illness?â€•occasionally produces dramatic results, with a sudden transgression into major anger or sadness episodes.
Encouraging patients to vent this anger is the next important step. This may be accomplished most simply by merely saying nothing during the interview: by not defending the health services, the family, lovers, oneself, or whoever comes under attack, the outburst steadily turns against the patient, and in some cases melts into guilt of sadness. The amount of anger demonstrated roughly correlates inversely with the amount of denial in the patient; if this reservoir of anger can be emptied, then denial becomes much less, and transition to the next stages, finally culminating in acceptance, is accelerated.
For those aspects of the patient's life over which control cannot be regained because of the toll taken by the illness, referral to a community-based service is helpful. Among these resources in New York are support groups set up by homosexual orientated organisations, which concentrate on lessening the isolation of AIDS victims, planning outings and social get-togethersâ€"anything to make the patients â€˜¿ feel alive' again.
There are, in fact, over twenty AIDS-related organisations and services in the greater New York area, of which the two best known are the AIDS Resource Centre, (ARC) and Gay Men's Health Crisis (GMHC) . The former is a membership organisation which finds residences for AIDS victims, provides financial support for them, and attempts to promote awareness of the condition.
The GMHC is involved in educating the general public and high-risk populations, raising funds for medical research, and providing numerous support systems including home attendants, crisis counsellors, support groups, and recreational services for people with AIDS. They also run support groups for women, friends, family members, and lovers of AIDS patients: since many of the patients, being either drug-depen dant or homosexual, had lost their family ties, it was decided to create a comprehensive â€˜¿ support family', for and run by the homosexual community. As a result, one strange. phenomenon is occasionally observed, whereby an addict will pretend to be homosexual or bisexual in order to feel more comfortable in the mostly homosexual support group. The GMHC also operate a 24-hour â€˜¿ Hotline', which provides informa tion on all aspects of AIDS to anyone who telephones.
Groups that strive to find accommodation for AIDS patients are invaluable to health workers and patients alike. Placement is a problem throughout the course of the disease, being sometimes denied, purely on the basis of the diagnosis. Placement tends to become increasingly difficult as the disease progresses. At the outset, the majority of patients can lead fairly normal lives and are willingly accommodated by their families, friends, or lovers. As they deteriorate, however, these ties become frayed and broken: families fail to cope, friends reject, and lovers cast them out. At this point, various forms of institutionalisation become the only answer.
Placement in hospitals may also be a problem, though it is generally agreed that AIDS patients should be admitted to general medical or surgical wards, to promote contact with other human beings and forestall more of the isolation and rejection that brought them to hospital in the first place. However, many viruses and bacteria are present in general medical and surgical wards, and the wisdom of putting an immuno deficient person in an environment such as this is questionable.
Secondly, despite maximum efforts to educate other patients on the ward, AIDS patients continue to be ostracised by them, and this only seems to increase the feelings of guilt and depression which affect them.
Wherever these people are placed, there is clearly a need for co-ordination of care. Many specialities, wards, and disciplines may be involved with each patient, and it is vital to maintain communication among the departments of medicine, infectious dis eases, haematology, neurology, and psychiatry as well as nursing, social services, and general practice. To this end, New York Metropolitan Hospital Centre has developed a comprehensive programme for people with AIDSâ€"the â€˜¿ Metropolitan AIDS Project' (MAP). Its goal is to develop a â€˜¿ bio-psycho-social' approach, which maintains the view that each individual is a member of a family and community and deserves a co ordinated approach to medical care, and treatment with dignity. The programme includes maintenance of a multidisciplinary treatment team, provision of on going psychological support for patients and families, and education and support for hospital staff. As such, it is clearly a good example of consultation-liaison psychiatry.
